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Preferences of Physicians and Their Patients for
End-of-Life Care

 

Gregory P. Gramelspacher, MD, Xiao-Hua Zhou, PhD, Mark P. Hanna, MS, 
William M. Tierney, MD

 

OBJECTIVE:

 

 Both physicians and patients view advance di-
rectives as important, yet discussions occur infrequently. We
assessed differences and correlations between physicians’
and their patients’ desires for end-of-life care for themselves.

 

MEASUREMENTS AND MAIN RESULTS:

 

 Study physicians (

 

n

 

 

 

5

 

78) were residents and faculty practicing in an inner-city, aca-
demic primary care general internal medicine practice. Patients
(

 

n

 

 

 

5

 

 831) received primary care from these physicians and were
either at least 75 or between 50 and 74 years of age, with se-
lected morbid conditions. Physicians and patients completed
identical questionnaires that included an assessment of their
preferences for six specific treatments if they were terminally
ill. There were significant differences between physicians’ and

 

patients’ preferences for all six treatments (

 

p

 

 

 

,

 

 .0001), with
physicians wanting less treatment than their patients for five of
them. Patients desiring more care (

 

p

 

 

 

,

 

 .01) were more often
male (odds ratio [OR] 1.7), African-American (OR 1.6), and older
(OR 1.02 per year). There were no such correlates with physi-
cians’ preferences. A treatment preference score was calculated
from respondents’ desires to receive or refuse the six treat-
ments. Physicians’ scores were highly correlated with those of
their enrolled primary care patients (

 

r

 

 

 

5

 

 .51, 

 

p

 

 

 

,

 

 .0001).

 

CONCLUSIONS:

 

 Although patients and physicians as groups
differ substantially in their preferences for end-of-life care,
there was significant correlation between individual aca-
demic physicians’ preferences and those of their primary
care patients. Reasons for this correlation are unknown.
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n 1990, Congress passed the Patient Self-Determina-
tion Act, which became effective in December 1991.

The Act requires hospitals to inform all admitted patients

of their rights to state what types of care they desire should
they become critically ill and unable to participate in medi-
cal decision making.

 

1–3

 

 Unfortunately, the Act focuses on
patients sufficiently ill to require hospitalization, which does
not foster discussions between physicians and their patients
about advance care planning.

 

4

 

 Despite both doctors’ and pa-
tients’ beliefs that such discussions are important,

 

5–7

 

 they
occur infrequently.

 

7–9

 

 There is a growing opinion that such
discussions are best held between patients and their per-
sonal physicians in the ambulatory care setting.

 

10–12

 

Despite the burgeoning literature concerning advance
directives,

 

13

 

 little is known about physicians’ own desires
for end-of-life care.

 

14–17

 

 To shed some light on this sub-
ject, we surveyed faculty and resident physicians practic-
ing in an inner-city academic general internal medicine
practice and conducted detailed interviews with more
than 800 of their primary care patients. Physicians and
their patients were asked the same questions about their
preferences for end-of-life treatments.

 

18–19

 

 We then com-
pared and contrasted physicians’ preferences for end-of-life
care with the preferences for their primary care patients.
We hypothesized that physicians and patients, in general,
would have very different preferences for treatment when
faced with a terminal illness, and that physicians would
want less aggressive treatment than patients. Because of
the documented lack of discussion between physicians and
their patients about end-of-life care,

 

7–9

 

 we anticipated that
there would be no association between physicians’ own
preferences for end-of-life care and those of their patients.

 

METHODS

Study Site and Physician Subjects

 

Indiana University’s Institutional Review Board gave
its approval to conduct this study in the General Medicine
Practice (GMP) of the Regenstrief Health Center, a multi-
specialty academic ambulatory care center affiliated with
an urban teaching hospital in Indianapolis.

 

20

 

 All GMP
physicians, both faculty and residents, deliver primary
care to stable panels of patients for the duration of their
appointments in the Department of Medicine. Although
residents have independent decision-making authority,
they briefly present most patients to their attending fac-
ulty after each visit.

As part of a larger study assessing the impact of ad-
vance directives on health care, all GMP attending general
internist faculty and residents (predominantly categorical
internal medicine residents and residents in a combined
medicine-pediatrics residency) were asked to complete a
self-administered questionnaire assessing their knowledge,
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attitudes, and beliefs concerning advance directives and
end-of-life care. We excluded from analysis those physi-
cians who first entered the GMP as first-year residents
(interns) during the study because of their lack of clinical
experience and time to establish a rapport with their as-
signed primary care patients. Eligible physicians were
asked to provide personal demographic information, an-
swer questions about their degree of religiosity, and re-
spond to questions, first published by Danis et al.,

 

18,19

 

about their own preferences for six selected aspects of
medical care if they developed “a condition where my doc-
tors believe that there is little hope that I will recover from
my illness and that my death is likely no matter what is
done.” The six aspects of care were hospitalization, inten-
sive care, cardiac resuscitation, surgery, mechanical ven-
tilation, and medically provided nutrition and hydration.
Respondents had to select one of three responses to each
treatment option: “Yes, I would want it,” “No, I would not
want it,” or “I don’t know.” (The survey instrument is
available from the authors on request.) We chose to focus
on this terminal illness scenario to simplify the process of
establishing advance directives. Local experience with a
more comprehensive advance directive form (with four
scenarios and multiple responses per aspect of care dis-
cussed) was discouraging; most patients could not (or
would not) complete it.

In the last two months of an academic year, when all
current residents and faculty had practiced in the GMP
for a minimum of 10 months, the questionnaire was dis-
tributed by research assistants to each physician at the
beginning of a GMP practice session. The physicians were
asked to complete the questionnaire then or before the end
of that session, if possible. Nonrespondents received addi-
tional questionnaires up to a maximum of four, the fourth
being hand-delivered by one of the study investigators.

 

Patient Subjects

 

For this study, we targeted patients who were at risk
of morbid events and were thus the highest-priority can-
didates for discussing end-of-life care. Eligible patients
were either very old (75 years of age or older) or were be-
tween 50 and 74 years of age and suffering from one or
more of the following morbid conditions: congestive heart
failure, ischemic heart disease, cancer other than cutane-
ous basal cell carcinoma, chronic lung disease, stroke or
transient ischemic attacks, chronic renal insufficiency, or
chronic liver disease.

Using diagnoses, test results, and appointment data
stored in the Regenstrief Medical Record System,

 

21

 

 we
generated daily lists of eligible patients with scheduled
GMP appointments. Before visiting their physicians, eligi-
ble patients were approached in the GMP waiting room by
a research assistant who invited them to participate in a
study of advance directives. After accompanying assenting
patients to a private interviewing area and obtaining patient
consent, trained interviewers administered the Pfeiffer

Short Portable Mental Status Questionnaire.

 

22

 

 Using
standard scoring, we excluded patients who failed this cog-
nitive function screen because their responses on the vari-
ous questionnaires would be unreliable. We were unable to
recruit patients from a small number of GMP sessions be-
cause these patients were being recruited for another study
with similar eligibility criteria. We also excluded GMP pa-
tients who could not speak English, had hearing impair-
ments, lived in nursing homes, or were prisoners.

Methods for administering the questionnaires for this
study have been previously described.

 

23

 

 Briefly, consent-
ing eligible patients were interviewed before and immedi-
ately after they had seen their primary care physicians on
the day of enrollment. (In no cases were patients inter-
viewed on the day that their physicians received their
study questionnaire.) To help the patients respond, the
interviewers used large-print cue cards showing the re-
sponse options. Using a questionnaire identical (including
the accompanying text) to that described above for physi-
cians, interviewers asked patients about their preferences
for medical treatments if they were terminally ill. All inter-
views and responses to patient questions were strictly
scripted. Patients were also asked questions concerning
their health status, social support, attitudes and beliefs
regarding advance directives, and religiosity. Finally, dur-
ing their postvisit interviews, patients were asked whether
they had discussed advance directives with their physi-
cians that day. From patients’ electronic medical records,
we extracted clinical data, including the number of previ-
ous visits during which each patient had been treated by
his or her current primary care physician.

 

Statistical Analyses

 

For each physician and patient, we calculated a treat-
ment preference score using Dani’s methods

 

18

 

: each “yes”
answer was scored as 

 

1

 

1, each “no” was scored as 

 

2

 

1, and
each “don’t know” answer was scored as 0. The treatment
preference score was the sum of all six items; therefore the
maximum possible score was 

 

1

 

6 for subjects wanting all
six treatments if they were terminally ill, while the mini-
mum score would be 

 

2

 

6 for respondents not wanting any
of the six treatments. Both patients and physicians were
separated into three groups based on their treatment pref-
erence scores as suggested by Danis

 

18,19

 

: least aggressive
(treatment preference score 

 

2

 

6 to 

 

2

 

2 inclusive), moder-
ately aggressive (treatment preference score 

 

2

 

1 to 

 

1

 

1), and
most aggressive (treatment preference score 

 

1

 

2 to 

 

1

 

6).
We used Student’s 

 

t

 

 tests and corrected 

 

x

 

2

 

 tests to as-
sess bivariate relations among continuous and categorical
data, respectively. Using polychotomous logistic regression
separately for physicians and patients, we also deter-
mined which of the factors listed above were indepen-
dently associated with preferences for aggressive end-of-life
treatments. Polychotomous logistic regression is used
when the dependent variable has a natural ordering. The
procedure fits a parallel line regression model to the data
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that is based on the cumulative distribution probabilities
of the dependent variable.

 

24

 

We assessed the relations between physicians’ treat-
ment preference scores and the treatment preference
scores of their patients in two ways. First, with the physi-
cian as the unit of analysis, we used Pearson correlation
to compare the actual treatment preference score for each
physician with the mean treatment preference score for
all of his or her enrolled patients. Second, with the mean
of each physician’s enrolled patients’ treatment prefer-
ence scores as the dependent variable, we used multiple
liner regression to assess the effects of physicians’ char-
acteristics, including their treatment preference score cat-
egory as suggested by Danis,

 

18

 

 age, gender, status (a cate-
gorical variable indicating resident or faculty), and the
number of previous primary care encounters with each
enrolled patient (categorized as 0, 1–5, or 

 

$

 

 6).

 

RESULTS

 

There were 158 physicians practicing in the GMP at
the time of this study; 137 (87%) returned completed
questionnaires. Fifty-nine (43%) of these physicians and
their surveys were excluded from this analysis because
the physicians either were new first-year residents in the
later months of the study or were practicing in GMP ses-
sions from which no patients were recruited. Of the 78
physicians retained for this analysis, 54 were residents
and 24 were full-time faculty general internists.

Over the 9-month enrollment period, 1,409 poten-
tially eligible patients kept scheduled appointments with
their primary care physicians. Of these, 161 (12%) were
not eligible: 83 failed the Pfeiffer mental status examina-
tion, 24 lived in a nursing home, 22 were deaf or other-
wise noncommunicative, 13 were prisoners, 8 did not
speak English, and 11 had some other reason for exclu-
sion. Of the remaining 1,248 truly eligible patients, 156
(12%) refused to participate, 41 (3%) were missed by the
research assistants, and 1,051 (85%) were enrolled in the
study and completed the enrollment questionnaires. The
78 physicians in this analysis were primary care physi-
cians for 831 (79%) of these patients. The remaining 220
patients (21%) were excluded from analysis because their
primary care physicians began their first year of residency
during the study.

Table 1 shows descriptive data for the 78 physicians
and their 831 enrolled patients. The mean number of pa-
tients per physician was 11 (range 1–26). As expected,
physicians were much younger than their patients and
were predominantly men while the majority of enrolled
patients were women. The majority of physicians were
married whereas the majority of patients were either di-
vorced or widowed. Only 2% of the physicians were Afri-
can-American compared with more than half the patients.
(Because of the small number of African-American physi-
cians, physician race was not included in any analyses).
Patients tended to consider themselves more religious

than did the physicians. All of the differences between
physicians and their enrolled patients were statistically
significant (

 

p

 

 

 

,

 

 .01).
The mean number of previous visits of enrolled pa-

tients to their primary care physicians was 4.2 

 

6

 

 6.0 (SD)
(range 0–37). Enrolled patients had a mean of less than 1
previous primary care visit to 16 study physicians (21%),
a mean of 1 to 5 previous visits to 45 physicians (58%),
and more than 5 visits to the remaining 17 physicians
(21%). Only 2.6% of the patients reported having dis-
cussed advance directives with their physicians on the
day they were enrolled in this study, and fewer than 5%
stated that they had ever discussed advance care issues
with their current primary care physician.

As groups, physicians and patients had substantial
differences in their preferences for end-of-life treatment
(Table 2). Patients desired five of the six treatment options
more often than the physicians, the exception being artifi-
cial nutrition or hydration, which physicians more often
desired if terminally ill. Also, for five of the six treatment
options, physicians answered “don’t know” more than
twice as often as patients.

Using a polychotomous logistic regression procedure,
we found no significant association between physicians’
age, status (resident or faculty), religiosity, or gender and
their treatment preference scores. However patients’
treatment preference scores were higher among African

 

Table 1. Physician and Patient Characteristics

 

*

 

Characteristic
Physicians

(

 

n

 

 

 

5

 

 78)
Patients

(

 

n

 

 

 

5

 

 831)

 

Age, years (range) 33 (24–58) 64 (50–96)
Male gender, % 71 35
Marital status, %

Married 67 23
Unmarried 31 14
Divorced 1 23
Widowed 0 30
Unknown 1 5

Race, %
White 72 45
African American 2 55
Other 26 0

Education, %
0–8 years 0 39
9–12 years 0 54

 

.

 

12 years 100 7
Religiosity (“How religious

would you say you 
are?”), %

Not at all 6 5
Slightly 22 14
Moderately 42 27
Quite a bit 28 37
Extremely 3 15
No answer 0 2

*

 

All differences between physicians and patients are highly signifi-
cant (

 

p

 

 

 

,

 

 .0001).
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Americans (odds ratio [OR] 1.6; 95% confidence interval
[CI] 1.1, 2.2; 

 

p

 

 

 

5

 

 .008), males (OR 1.7; 95% CI 1.2, 2.3;

 

p

 

 

 

5

 

 .002) and older patients (OR per year 

 

5

 

 1.02; 95% CI
1.01, 1.03; 

 

p

 

 

 

,

 

 .0001). Religiosity was not a significant
correlate of patients’ preferences for end-of-life care.

There was a significant positive correlation between
physicians’ treatment preference scores and the mean
scores of their enrolled patients (

 

r

 

 

 

5

 

 .51, 

 

p

 

 

 

,

 

 .0001). As
shown in Table 3, the mean treatment preference score
for enrolled 

 

patients

 

 of the 8 physicians (10%) in the most
aggressive group was 0.760 compared with 

 

2

 

0.746 for
patients of the 24 physicians (31%) in the moderately ag-
gressive group and 

 

2

 

1.567 for patients of the 46 physi-
cians (59%) in the least aggressive group. Using multivari-
able linear regression to control for other physician
characteristics, we found that the primary care physi-
cians’ treatment preference score category remained the
strongest correlate with the mean score of their enrolled
patients, followed by the number of previous visits to the
physician and the physician’s age (Table 4). Physicians’
gender and resident or faculty status had no significant
independent association with their enrolled patients’
mean treatment preference scores.

 

DISCUSSION

 

As we expected, there were clear differences in prefer-
ences for end-of-life care between inner-city patients and
the academic primary care physicians (general internists
and internal medicine residents) who care for them. This

is to be expected because of the dramatically different de-
mographic and socioeconomic characteristics between the
two. Two thirds of the physicians were residents in train-
ing, while patients eligible for this study had to be at least
50 years old. The racial mix between the two groups was
dramatically different as well, with physicians being over-
whelmingly white (with a substantial proportion being of
Asian and Middle Eastern descent) whereas patients were
slightly more than half African-American, the rest being
white. There were also obvious socioeconomic differences.

Contrary to our hypothesis and despite the signifi-
cant differences in preferences for end-of-life care among
physicians and patients as groups, there was a substan-
tial positive correlation between the preferences of indi-
vidual physicians and those of their patients (Table 3).
There are two potential explanations for this unantici-
pated result. First, patients might select their primary
care physicians for some characteristic that is correlated
with treatment preferences at the end of life. However,
GMP patients seldom have the opportunity to choose their
primary care providers. Most patients are “inherited” by

 

Table 2. Desires for Care if Terminally Ill and Unable to 

 

Make Decisions

 

Treatment

Physicians, %
(

 

n

 

 

 

5

 

 78)
Patients, %
(

 

n

 

 

 

5

 

 831)

 

p

 

ValueYes No
Don’t
Know Yes No

Don’t
Know

 

Hospitalization 44 29 27 58 29 13 .002
Intensive care 18 56 26 49 39 12

 

,

 

.0001
Resuscitation 4 83 13 44 47 9

 

,

 

.0001
Surgery 8 58 34 15 72 13

 

,

 

.0001
Ventilation 5 74 21 27 63 10

 

,

 

.0001
Nutrition/hydration 45 20 35 37 51 12

 

,

 

.0001

 

Table 3. Correlation Between Physician and Patient Treatment Preference Scores

 

Physician TPS Groups

 

*

 

No. (%) of
Physicians

Mean Patient
TPS

Patient TPS Groups
No. of Patients

Most
Aggressive Moderate

Least 
Aggressive

 

Most aggressive (TPS 

 

1

 

2 to 

 

1

 

6) 8 (10) 0.7598 2 6 0
Moderate (TPS 

 

1

 

1 to 

 

2

 

1) 24 (31)

 

2

 

0.7458 0 21 3
Least aggressive (TPS 

 

2

 

2 to 

 

2

 

6) 46 (59)

 

2

 

1.5672 0 29 17

*

 

TPS indicates treatment preference score.

 

Table 4. Multivariable Correlates of Patients’ Treatment 

 

Preference Scores

 

Physician Characteristic

 

b

 

Coefficient

 

T

 

 
Score

 

p

 

Value

 

Physician TPS group*

 

2

 

2 to 

 

2

 

6

 

22.6895 24.29 ,.0001
21 to 11 21.7170 22.64 .0104
16 to 12 † † †

Mean number of previous
physician visits

0 † † †

1 to 5 2.2128 4.39 ,.0001
$6 1.5500 2.44 .0174

Physician age, years 0.0926 2.88 .0053
Physician status

Faculty 0.2649 0.47 .6401
Intern 0.6049 1.30 .1983
Resident † † †

Physician gender
Female 0.2410 0.53 .5956
Male † † †

*TPS indicates treatment preference score.
†Reference value.



350 Gramelspacher et al., Preferences for End-of-Life Care JGIM

incoming physicians who replace physicians that have
just left the practice. Completely new GMP patients either
are assigned to available GMP appointments on a rotating
basis or are given appointments with physicians who re-
cently cared for them in the hospital and to whom they
were again assigned on a rotating basis.

Alternatively, physicians might have directly influ-
enced their patients’ end-of-life treatment preferences.
Because fewer than 5% of the patients enrolled in this
study had ever discussed advance directives with their
current physicians, a more subtle interaction between
doctor and patient is most likely responsible for this cor-
relation. Because the clinical encounter is under the phy-
sician’s control, it is likely that the physicians are affect-
ing patients’ preferences and not vice versa. For example,
during clinical encounters, physicians may be assuming
more aggressive or passive postures toward diagnosis and
treatment. Some physicians may be generally optimistic
about treatments and their outcomes while others may be
more skeptical or pessimistic. Such attitudes on the part
of the physicians may affect the hope or skepticism with
which their patients view therapeutic options.

We could find only one previous study in which phy-
sicians’ preferences for end-of-life care were directly com-
pared to their patients’ preferences for such care.16 In this
study, which focused on four aspects of care (resuscita-
tion, ventilation, artificial nutrition or hydration, and hos-
pitalization), there was a negative correlation between
physicians’ preferences for their own end-of-life care and
the preferences of their patients. The meaning of these re-
sults is unclear, however, because only one correlation
was statistically significant among 12 comparisons made
on data from only 16 physicians and 22 patients.

We also found that patients with no previous visits to
their primary care physicians had significantly lower
treatment preference scores (Table 4). Greater familiarity
with their doctors may lead patients to trust their physi-
cians to know when to discontinue aggressive therapy if it
is futile. Such patients may also trust their physicians to
aggressively treat their discomfort. Perhaps physicians
and patients who have “invested” more in their relation-
ship are more willing to work together to prolong life, re-
gardless of the risk of bad outcomes. Schneiderman et al.
provide tantalizing data that may bear on this point.16

They found that physicians could not predict their out-
patients’ preferences for life-sustaining care. However,
physicians’ estimates of patients’ preferences were signifi-
cantly correlated with the physicians’ own preferences for
such care. Perhaps, as the doctor-patient relationship
matures, physicians do more than project their personal
desires on their patients; they may actually modify their
patients’ preferences to be more in line with their own.

It is interesting, and perhaps a bit disconcerting, to
discover that physicians’ own preferences for end-of-life
care may influence their patients’ preferences even in the
absence of formal discussions. Studies have shown that
neither their physicians nor family members can accu-

rately predict what types of care patients would want at
the end of their lives.16,25–30 The fact that the physicians
and patients we studied, as groups, did not agree on
types of end-of-life care they would like for themselves
calls for explicit discussions of advance care issues. Phy-
sicians should play an important role in shared decision
making about such complicated issues as end-of-life care
without unduly impressing their own opinions on their
patients. Specifically, physicians can: provide accurate,
objective information about patients’ diagnoses and prog-
noses; listen carefully and discuss openly patients’ fears
and concerns; and solicit, discuss, and record their val-
ues and preferences for terminal care.

This study has several limitations. It only involved ac-
ademic physicians practicing in one inner-city site. There-
fore, the results may not be applicable to other clinical
venues. However, doctor-patient communication is likely
to be most constrained between elderly, poor, inner-city
minority patients and young physicians from very differ-
ent socioeconomic backgrounds.31,32 This study, the first
of its kind comparing opinions of physicians and their
own primary care physicians, has broad implications and
should be repeated in different clinical venues, especially
community practices in which formal doctor-patient rela-
tionships are likely to be stronger and more long-lived.

The survey medium itself may have confounded the
results: physicians completed a written questionnaire,
but patients were interviewed. Although the mode of data
collection might have affected the results, it should bias
them toward there being less correlation between physi-
cians and patients. Regardless, we had little choice about
how we interviewed patients and physicians. Our pilot
studies demonstrated that the sick and elderly patients to
whom this study was targeted could not reliably complete
written questionnaires on their own. Conversely, the phy-
sicians were too busy to arrange formal interviews. They
often completed the 15- to 20-minute questionnaire be-
tween patient visits. These problems are likely to exist in
other clinical sites and would be difficult to overcome.

Nevertheless, our data show that, despite patients
generally wanting more of the targeted treatments than
physicians, patients’ treatment preferences for terminal
care were significantly related to those of their primary
care physicians. This relation remained after controlling
for their differences in age, gender, race, and religiosity.
High-quality formal discussions need to occur,33 in which
primary care physicians help their patients better under-
stand the issues surrounding end-of-life decision making.
The goal is to establish patient preferences that reflect
their own values and desires rather than those of their
physicians.

The authors thank the physicians, nurses, and patients in the
General Medicine Practice of the Regenstrief Health Center
for their patience and support of this study.
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